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HERE are many opportunities for care-
giver roles over the trajectory of cancer
care from diagnosis to the end of life,
considering transitions into treatment,
maintenance therapy, phase of disease, disease
progression, recurrence, and survivorship with
late effects and residual effects. Caregivers provide
70% to 80% of care for those with cancer. It is esti-
mated that in 2012 there will be 1.6 million newGiven, PhD, RN, FAAN: University Distin-
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od, PhD, RN, CNRN: Associate Professor,cancers diagnosed and 577,000 deaths (or 1,500
per day).1 There are well over 12million survivors.
The number of people with cancer surviving 5
years between 2001 and 2007 is 67%.1 These
numbers show the multiple points for family
involvement during the cancer care trajectory
from diagnosis to death.
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206 B.A. GIVEN, C.W. GIVEN, AND P. SHERWOODhealth care activities for someone needing help, or
for patients who have cancer and are unable to
independently care for themselves or need assis-
tance to manage their care related to cancer or
cancer treatment. The caregiver is the one assist-
ing with care and health-related assistance to
a family member during their cancer illness and
treatment.CAREGIVERS AND CANCER
Caregivers are an extension of the professional
cancer workforce. Patients have ‘‘family’’ care-
givers who provide care for multiple and varied
durations. Caregiving during active treatment
may last 14 to 24 months.2 Caregivers often
provide care (averaging 8.8 hours per day) that
may last about 4 years for cancer patients.2 Hours
vary for caregivers during the acute treatment
phase and at the end of life. There is no end to
a caregiver’s day (which is 24 hours a day, 7
days a week). Levels of involvement depend on
the severity of symptoms, treatments required,
stage of disease, or closeness to death. Martin
et al3 reported that African American caregivers
reported more hours of caregiving in later phases
of illness than white caregivers, they also reported
support received from family higher than that
reported by white caregivers.
Caregivers are involved in many facets of
patient care across every phase of the cancer
care trajectory. Lists with activities with more
than 30 items have been described. These include
medication acquisition/dispensing; symptom
management; meals and nutritional assistance;
supervision of treatments; adherence; errands/
bill paying; emotional support; coordinating care;
monitoring using electronic devices; and commu-
nication with providers. To provide this care, care-
givers must have a number of complex skills and
the ability to make care decisions. These activities
include planning, decision making, problem
solving, accessing health system resources, and
negotiating the health care system. Care activities
include monitoring and interpreting symptoms
and side effects and assessing clinical status for
emerging negative effects or adverse events from
treatment. Supervision of medication administra-
tion and providing infusions or injections are
common care activities for family members. Other
direct care activities include wound care, external
feedings, or ventilators. Added to the complexityof needed knowledge and skills is the knowledge
about the different care settings in which different
knowledge and skills are required and differing
expectations of caregiver responsibility is
expected.
Yet despite the heavy level of care involvement,
seldom does the health care system assess the
unmet needs of caregivers as a part of patient
care.4,5 Stenberg et al6 found over 200 types of
problems and unmet needs that caregivers re-
ported. Areas of caregiver concern included that
caregivers: did not feel competent with changing
dressings (70%); not capable to work with equip-
ment (64%); had financial obstacles (31%); wanted
more information (70%-80%); 31% found the over-
all caregiving experience difficult; and 50%
described communication problems with
providers.
Communication with providers, physicians,
nurses, social workers, pharmacists, specialty
pharmacies, or home care agencies may be prob-
lematic for family caregivers. This communication
is often mentioned as a top challenge.6 Caregivers
report not receiving quality information about
their family member’s care from providers. Many
caregivers are unsure how to interpret and use
the information they receive. Finding out the
future treatment plans or expectations is an
important area of family concern. There is
a concern by families for lack of access to the
needed care and support due to financial and eligi-
bility barriers. Caregivers find themselves inter-
acting with health care professionals in a variety
of settings, all with very different, often conflict-
ing, care goals or goals that add to the confusion
and uncertainty for family members.
Different types of health care professionals
(nurses, physicians, social workers) and even
different types of physicians (surgeons, medical
oncologists, radiation oncologists) are in charge
in each care setting. The adjustments in these
care settings and transitions for family members
and patients are enormous as they face a life-
threatening or life-limiting care situation. The
coordination of care challenges for family
members become obvious across these multiple
care settings. Family members often become the
chief coordinator without the knowledge and skills
and without health system professional support.
The toll on the caregiver depends on type of
care, length of care, the health of the caregiver,
and cancer care trajectory, but includes the phys-
ical health impact, emotional health impact, and
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pocket costs, (social security, lost wages, and
insurance).
Thus, caregivers provide care with their own set
of unmet needs2,4,5 that reflect lack of confidence,
capability, financial barriers, inadequate informa-
tion, and problems with communications with
providers. Caregivers report lack of training or
instruction about what to do or how to do it and
a concern about the level of quality of the care
they provide. This area of family concern about
the ongoing quality of patient care and patient
welfare needs to reach the awareness of the health
care system.
There have been several areas of negative
impact that caregiving has on the quality of life
of the caregivers that have been described in the
literature. This includes physical health,
emotional health, spiritual health, and social
health.7-9 For those caregivers who have chronic
illness themselves, the effect of caregiving on their
existing comorbidity may accentuate the loss of
disease control and becomes a health problem
by aggravating the control of the chronic health
problem.QUALITY OF LIFE OF CAREGIVERS
Physical Health
Some of the physical health issues in addition to
loss of control of their own chronic disease (such
as diabetes or heart disease), include general
symptoms that include altered appetite, head-
aches, fatigue, pain, and insomnia.10-12 High blood
pressure and altered lipid profiles have been re-
ported.13 Caregivers who have pain and fatigue
may also report lower physical functioning. Health
promotion, such as healthy eating, often is less
and increased use of tobacco and alcohol has
been reported.14 One study showed altered
immune response.15 Nurses must remain vigilant
of a caregivers’ physical health, the control of
the caregiver’s comorbid chronic disease, and
the impact that this might have on their ability
to provide patient care.
Beesley et al14 followed caregivers of ovarian
cancer patients approximately 3 years following
a cancer diagnosis to examine current health
patterns and weight changes. Over half of the
caregivers did not meet physical activity guide-
lines (71% were overweight); 40% ate less than
two servings of fruit, 80% less than five servingsof vegetables. Thirty-seven percent of the care-
givers consumed alcoholic drinks and 10% were
smokers. Fifty-six percent reported more than
one negative change in lifestyle, 42% decreased
physical activity, 35% gained weight since the
patient’s diagnosis.
Emotional Health
The impact on psychological health of care-
givers has been a common area identified as
negative as a result of caregiving.16 This is an
area commonly discussed in research studies,
but is not an area where much formal effort or
programs has been directed to support caregivers.
Issues discussed in the area of psychological
health by caregivers include anxiety, worry,
burden, depression, and anger. Most of the litera-
ture is on anxiety, depression, and burden.
Descriptions are beginning to mention compas-
sion fatigue and post-traumatic stress as psycho-
logical health concerns for caregivers; especially
caregivers of hospice patients.17 Meta analysis by
Hodges et al18 found that caregiver’s responses to
cancer were interdependent and affected each
other’s emotional well-being. Early interventions
are recommended for caregivers to prevent later
psychological distress.
Spiritual Health
Positive associations between spirituality and
mental health have been reported in a few studies
of family caregivers.19-22 Caregivers may use spir-
ituality as a way of coping, to lower their level of
depression.23,24 Caregivers who had spiritual
support through the trajectory of illness had better
well-being. Those that scored higher on spiritu-
ality had lower stress.25 Spirituality among
caregivers is seldom determined by the health
care team. Kim and colleagues19 showed that
caregivers had high levels of spirituality at 2 years
and reported personal growth and increased
importance of meaning. Anxiety and depression
were correlated with negative spiritual health.
Social Health
Caregivers may have social health issues,
needing support from friends, health care profes-
sionals, and family. It is important that they get
the support they need. Family cohesion as it
relates to the care situation must be assessed. It
is important to not allow caregivers to become
socially isolated–a victim of becoming immersed
with caregiver needs. Caregivers need a social
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impact on social health includes employment
stress and using up financial resources. Mazanec
et al26 point out the importance of distance care-
givers and the need for communication. Care-
givers may need guidance on how to respond to
each level of social support (ie, providers, family,
friends). Current social networking may be
a strength or a curse if the caregivers do not find
their interactions supportive. Some families
use the ‘Caring Bridge’ website to connect with
others and yet maintain control (http://www.
caringbridge.org).27 If the care situation extends
over time, loss of support may occur; the health
care professionals should continue to assess the
caregiver’s needs.
Economic and financial stressors are common
after active cancer treatment because of the high
cost of cancer care. Loss of employment for either
the patient or the caregiver must be moni-
tored.28,29 Some targeted therapies and biological
agents may cost more than $60,000 to $100,000
per year, and insurance coverage varies. Care-
givers report using financial resources, selling
homes, taking out loans, and even declaring bank-
ruptcy as a result of expensive cancer care.30 The
importance of caregiving costs to working care-
givers must be considered. Lost wages and loss of
social security benefits due to leaving the work-
force early and/or reduced hours of work because
of caregiving is a critical consideration.31 Work-
place policies also should be considered to support
caregivers (eg, flextime, telecommuting, referral
to supportive services). Caregiver support
programs for the workplace should be considered
for employed caregivers. The long-term effect
must always be considered.
High Risk Caregiver Situations
Certain characteristics and situations increase
the caregiver’s risk for a negative impact on their
quality of life, as well as physical, emotional,
social, and spiritual effects.7,8,18,32 Caregivers at
high risk for negative outcomes include young
female daughters of the patient with cancer, those
with lower socioeconomic status, younger adult
children who have competing demands from
career, family, and spouses, and caregivers who
have feelings of isolation and who lack social
support. Caregivers who provide more than
1,000 hours of care per year also appear to be at
risk.5,32 Caregivers who have a negative relation-
ship with the care recipient will often reportincreased physical or emotional health prob-
lems.33 Those with physical health care problems
(comorbidities) of their own, such as heart disease
or diabetes, are also at risk for negative physical
and mental health.
Transitions points in care are important as
caregivers adapt to new and increasing (or
decreasing) demands that often threaten their
emotional health. This happens when cancer
patients move through the stages of illness, espe-
cially with disease progression, recurrence, or
moving through palliative or end of life. There are
necessary adjustments in routines, decision-
making, and knowledge and skills at each of these
points thatwill cause distress to the caregivers.34,35
Abruptness of starting caregiving poses a threat.
Disruptive patient behaviors (due to conditions
such as dementia, brain tumors, depression) and
those patients with cognitive deficits pose extra
challenges to care and subsequent emotional
distress to caregivers who are then at risk for nega-
tive outcomes.EFFECTS OF INTERVENTIONS ON CAREGIVER
OUTCOMES
Very few evidence-based interventions have
been implemented to improve caregiver outcomes
(ie, preparation or skills), or to help caregivers
improve patient outcomes. Several systematic
literature reviews have focused on interventions
targeted at cancer caregivers.36,37 A meta-
analysis of cancer caregiver interventions identi-
fied 29 studies developed to improve caregiver
outcomes or to help caregivers to improve patient
outcomes (or both). From this meta-analysis of
randomized controlled trials conducted with
cancer caregivers alone or jointly with the patient,
three types of interventions were identified: 1)
psycho-educational (57%), which provided infor-
mation about management of patients’ symptoms,
physical aspects of patient care, and emotional
aspects of care; 2) skills training (26%), which ad-
dressed caregivers’ coping, communication, and
problem-solving skills; and 3) therapeutic coun-
seling (17%), which focused on strengthening
patient-caregiver relationships, managing conflict,
and dealing with loss.33 The dose of the interven-
tions (eg, number and length of sessions) varied
and ranged in length from 1.7 hours to 18 hours
(mean, 7.5 hours), and consisted of two to 16
sessions (mean, 6.7 sessions). Thus, there are
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designing programs.21,34,38,39
The meta-analyses have essentially asked: What
effect do these interventions have on caregiver
and patient outcomes?33,40-43 Findings from these
meta-analyses of interventions for caregivers
found positive effects on caregiver outcomes.
Caregivers who received the interventions versus
controls in the studies reviewed reported signifi-
cantly less burden, less depression, and less
distress, as well as more knowledge, better coping,
higher mental well-being, and higher quality of
life. However, there are very few that stand up to
strong research rigor. There is a lack of outcome
evaluation designs, small sample sizes, and clear
effectiveness is limited.
There are few systematic frameworks or specific
targets and outcomes to guide caregiver interven-
tion studies. Frameworks are needed to guide
interventions and inform research and policy.
We must assess quality and quantity of caregiving
activities as it relates to patient outcomes after we
determine a common set of outcomes to facilitate
comparison of effectiveness. This work is impor-
tant to the future recognition of the importance
of caregiver activities to both health care systems
and health care policy.43HEALTH SYSTEM SUPPORT FOR FAMILIES
Given that more is expected from families for
direct care, what are the challenges they face for
which system consideration and programs would
be beneficial? Programs and support for caregivers
are not a routine part of cancer center services,
nor is coordination of caregiver activities or
involvement integrated into the cancer patients’
plan of care. Cancer centers often have a Web
site that includes the word ‘Caregiver,’ but the
extent of information and support is often limited
and not specific to their needs. Often these
resources link to the American Cancer Society
(ACS) or National Cancer Institute (NCI) as the
resource for the caregiver. These two sites are
good and general but often not targeted nor
tailored enough for a caregiver’s unmet needs.
Health systems need to consider support programs
and resources for the caregivers.
The existing services provided by cancer
centers and health care systems need to be evalu-
ated. Are these settings meeting the needs of the
patients and caregivers they serve? The issuehere relates to eligibility for services, as well as
caregiver needs versus what professionals think
caregivers need. If the health care system is con-
cerned about delivering patient family-centered
quality care, numerous recommendations or
developments must be considered. These include
policies and procedures; best practices to foster
more standardized care for caregivers of cancer
patients in acute care and primary care settings;
and guidelines, standards of care, and assessments
of unmet needs to support family caregivers.
There should be standardized information for
families and the information must be developed
in various health formats: hard copy, smart phone
apps, Web-based, DVDs, etc., so that information
is readily available. Cancer centers should make
such guidelines and materials available via Webi-
nars, smart phone apps, and Websites, as part of
their routine care.
Because of the expectations of family mem-
bers, training programs need to be developed
and available for them. Caregivers must have
the knowledge, skills, and tools for each phase
of the cancer care trajectory as they are integral
to the success of meeting the goal of quality
cancer care.NATIONAL PROGRAMS
There is limited national recognition of the
support needed by family caregivers. Caregivers
of dementia patients have more programs than
for any other disease due to the work of Alz-
heimer’s Associations and the American Associ-
ation of Retired Persons (AARP). Caregivers of
cancer patients have not fared as well with
recognition by the health care system. Policy
changes are needed to provide increased support
for caregivers of cancer patients. The Older
Americans Act in 2000 provided some informa-
tion, counseling, and respite support directed
toward caregivers. State Offices on Aging
provide some support; however, much of this
support is for the elderly in general and
programs are not geared to be supportive of
those who are younger with serious illnesses
such as cancer. Support is targeted for activities
of daily living, transportation, and chore support
for those over 65 years of age. Even the new
Affordable Care Act has little mention of care-
givers or caregiver training, except for the care-
givers of patients with dementia.
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tional support for family members. An example
is the ACS’s ‘‘Caring for the Patient with Cancer
at Home Guide, A Guide for Patients and Fami-
lies.’’ This has been found to be useful at the end
of life when direct physical care is needed by
cancer patients. The NCI has a PDQ resource enti-
tled ‘‘Family Caregivers in Cancer.’’ This site
provides some guides and support services for
caregivers, including information on symptom
management.
Resources to assist family caregivers to provide
needed care are limited, even though much of the
care has shifted from formal to informal care with
shorter hospital stays. Many pharmaceutical
programs have family assistance programs to
help offset the costs of drugs. Cost of care is
huge for treatment, radiation, and now oral agents,
some as high as $100,000 a year. Cost of care
poses a major problem for families as some insur-
ance policies do not cover costs for all of the medi-
cations or follow-up.2HEALTH CARE POLICY
The social ‘‘value’’ and value of care provided by
the family that contributes to patient outcomes
has not been broadly considered. The hours of
care and contribution to the health care system
provided by family has gone unnoticed.2,5,44-46
There is a need to measure the outcomes and
performance on patient care by the caregiver.
Improved patient outcomes from caregiver care
include reduced complications due to early identi-
fication of problems, management of side effects,
increased adherence to oral (oncolytics) medica-
tion, and early detection of adverse events, which
would result in reduced health care utilization and
costs.38
There are numerous areas that warrant health
care policy consideration. Professionals should
integrate a routine caregiver assessment for every
cancer patient to determine if the caregiver is
willing and able to provide care. Caregivers should
have access to the resources, training, and support
they need to sustain their role throughout the
patient’s cancer trajectory. The Family Leave
Act, which was passed in 1993 to provide short-
term relief for families, did not go far enough in
providing financial assistance or alternatives to
caregivers who must endure longer periods of
caregiving. Review and reconsideration of thisAct is needed.47 Tax credits or caregiver compen-
sation for hours of caregiving should be
considered.39
It can be extremely difficult for family members
to obtain information about the medical condition
of a relative for whom they provide care. To date,
efforts to improve transitional care have focused
on provider-to-provider communication, but
family caregivers are typically left out of care plan-
ning, even though they are often the day-to-day
care coordinators. Including family caregivers in
the plan of care and care coordination is essential
for quality care. The Health Insurance Portability
and Accountability Act of 1996 (HIPAA) and the
Privacy Rule implementing it in 2003 have caused
consternation among family caregivers. Public
policy needs to address this issue and provide
recourse for family caregivers to enable them to
obtain vital information for their caregiving
responsibilities.20 We must recognize what care-
givers do and have policies to support them.
Programs such as the National Family Caregiver
Support Program or the Lifetime Respite Care
Act should be expanded.48,49
A concerted effort is needed to train health
professionals, including primary care physicians
and other providers, about the needs of caregivers
and the importance of assessing them as part of
routine patient care. Training programs should
ensure that clinicians are prepared to work with
caregivers, to understand their needs, and to
recognize the range of responsibilities being asked
of them.47 Professionals need to refer caregivers
and patients to established programs such as the
Cancer Support Community, which offers psycho-
social care at no cost, and to Cancer Care, which
provides free telephone counseling. Finally,
professionals need to partner with organizations
such as the National Alliance for Caregiving, the
NCI, and the ACS to advocate for policy changes
that can improve caregivers’ quality of life, which
will impact the patient care.
Thus, there are many challenges for family care-
givers who are providing care for patients with
cancer. Equally, there are many challenges for the
health care system to achieve patient-centered
cancer care. Together, however, in a partnership,
the needs of both could be improved. Caregivers
need information, preparation, guidance, and
support. It is our responsibility to the patient to
see that caregivers have the knowledge and
support to provide the needed cancer care for
patients.
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